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295 Use of allied health services in CF centres − Results from a
nationwide survey in Germany
G. Steinkamp1, G. Ullrich1, K. Stahl2. 1Free Scientist, Schwerin, Germany;
2Picker Institute Germany, Hamburg, Germany
The European Standards of Care recommend a multi-disciplinary team approach for
the treatment of patients with CF [1]. Allied health professionals (AHPs) should
review each patient at least annually. To assess the use of services of AHPs by
patients with CF, we analysed data from a nationwide survey in Germany in 2011
on patient experiences and satisfaction [2].
Methods: 90 CF centres in Germany were invited to take part in the survey. One
item of the patient experience questionnaire asked whether the patient had been in
contact with AHPs during the last 12 months.
Results: Of the 2847 subjects recruited in 56 centres, 1220 adults with CF and 891
parents of children replied to the survey (response rate 74%).
Utilisation of AHPs during the last year was as follows:
Utilisation of AHP during last year
Utilisation in 1 yr Parents (n = 891) Adults (n = 1220) P value (Chi square)
Physiotherapists 697 (88%) 858 (76%) <0.0001
Dieticians 575 (70%) 486 (42%) <0.0001
Psychosocial staff 380 (48%) 287 (26%) <0.0001
Adults reported signiﬁcantly fewer contacts than parents/children. Utilisation of
AHPs was lower in adults treated in adult centres, compared to “mixed” CF centres
for all age groups. Patients who felt severely impaired reported more frequent
contacts with AHPs than those who subjectively were in good health.
Conclusion:Many patients did not receive multi-professional care as recommended
by the ECFS. The reasons for the lower than expected uses of AHP services need
to be determined.
Supported by an educational grant from Mukoviszidose e.V., the German CF
Association.
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296 The impact of transfer of care from local hospital to regional
specialist cystic ﬁbrosis unit
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Introduction: In 2011, 18 patients with cystic ﬁbrosis (CF) had their care trans-
ferred from their local hospital to the regional specialist CF unit. There was concern
that this would impact on their delivery of care due to the increased distance to
travel (22 miles between hospitals).
Method: We conducted a service evaluation by reviewing case notes for the year
leading up to transfer (August 2010–July 2011) and the year following transfer
(August 2011–July 2012).
Outcomes assessed included: Lung function, number of outpatient appointments,
IV antibiotic courses and inpatient days and other markers including lung transplant
referral.
Results: 11/18 patients (61%) had either no decline or improved lung function at
the end of the study period.
1 patient received lung transplant, 1 patient was on transplant waiting list and 1
referred for assessment.
The median number of outpatient appointments attended in the year prior to transfer
of care was 8 (range 0−17) and in the year following transfer 6.5 (range 0−42).
5/18 patients received inpatient care in the year before transfer compared with 13/18
in the year following transfer.
The total number of inpatient hospital days in the year before transfer was 168
(Median 0/IQR 0–0.75) and in the year following transfer was 267 (Median 9/IQR
1–19.5).
Conclusion: These results suggest that transferring care from a local hospital to a
more distant specialist CF unit has not had a negative impact on the care of these
patients and may have resulted in improvement in a number of markers of better
care. This suggests that the beneﬁt of being looked after by a specialist CF team
outweighs the disadvantage of the increased distance to travel.
297 Comparison of two models of medical care for adult patients with
cystic ﬁbrosis (CF) in Uruguay
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Objectives: To compare the clinical outcomes of adults with CF assisted by two
models of medical care.
Methods: We reviewed medical records of 60 patients treated at the Social Security
Institute of Uruguay (BPS) which has given assistance to ﬁbrocystic patients
(adults and children), by an interdisciplinary team [doctors (pneumologist and
gastroenterologist), physiotherapist, nutritionist, psychologist, nurse] for more than
20 years. Patients were classiﬁed into 2 groups:
A. treated at the institution from the time of diagnosis (n = 15) and
B. newly recruited patients (from 2010 when BPS became reference national center)
previously attended without integrated model of care (n = 45).
We compared demographic characteristics and clinical results.
Results: There were no signiﬁcant differences in the age, sex, nutritional status
and frequency of pancreatic insufﬁciency of patients in both groups. The number
of deaths (0/15 and 2/45) and the requirement for double-lung transplant (0/15
and 2/45) was higher in the group of recently included patients (0% vs 4.4% non-
signiﬁcant). We veriﬁed a signiﬁcant increase in the frequency of moderate to severe
respiratory failure in newly recruited patients group (0% vs 35% p= 0.005).
Conclusion: Considering the limitations of the study (small sample size) the
analysis of the data suggests that the interdisciplinary medical care model could help
to improve clinical outcomes that could affect the quality of life and prognosis of
patients with CF (respiratory failure). We must deepen and continue the prospective
analysis of the results in order to evaluate and optimize this model of medical care
for ﬁbrocystic patients in Uruguay.
298 Delivery of CF care through the patients’ eyes: Repeated surveys
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Objectives: Innsbruck (IBK) CF Centre implemented quality management pro-
grams more than ten years ago. The patients’ opinion on our services was ﬁrst
evaluated in 2009. After considering the results, quality improvement measures
were put into practice. We hypothesized that a second patient experience survey in
2011 would demonstrate better results.
Methods: The pilot study to develop a CF-speciﬁc patient experience and satisfac-
tion questionnaire was conducted in 2009. In Germany, a nationwide survey was
performed two years later, using the same instrument. Since our Centre took part
in both surveys, we were able to compare the results of 2009 with 2011, and with
those of the German study in 2011.
Results: In the 2009 and 2011 IBK surveys 63 and 76 parents and adult patients
participated (response rate: 78% in 2011). In 2009 ideal problem scores of 0%,
indicating no problems for the respective item, were reported for 18% and 20% of
all items by adults and parents respectively. After quality improvement measures
had been implemented, the percentage of ideal scores increased to 22% (adults) and
39% (parents) in 2011. Compared to Germany 2011 (n = 2112 adults and parents),
results from IBK were within the top 16% range for 22% (adults) and 33% (parents)
of items. Participants from IBK gave particularly favourable feedback for treatment
and services on the ward, psychosocial staff and organisation of the outpatient
clinic.
Conclusion: The CF speciﬁc questionnaire showed strengths and weaknesses of
CF care “through the patients’ eyes”. Lower problem scores in 2011 than in 2009
reﬂect the value of including the patients’ perspective.
